Introduction: Significant problems in clinician-patient communication have been described in the oncology literatures. Advanced stage non-small lung cancer, a devastating disease, can cause the communication between survivors, significant others, and clinicians to falter To date, however, no studies have used qualitative methods to examine experiential aspects of living with non-small cell lung cancer Nor have any studies evaluated the tools survivors might use to repair some ofthe damage caused by living with this disease. Methods: Exploratory, two-part qualitative design. Results: Survivors of non-small cell lung cancer live with multiple fears and losses. These include a diminished sense ofself, the loss of health, fears ofpain in a future tainted by the threat ofdeath, and increased feelings of alienation due to the loss ofprevious sources of meaning in life. These experiences significantly affect cancer survivors abilities to communicate with clinicians and significant others. Conclusions: Survivors ofnon-small cell lung cancer often have difficulty sharing their experiences with others not suffering a similar affliction. Through their narratives with other survivors, however, patients are better able to initiate a biopsychosocial mechanism which enables them to create a cognitive map. This cognitive map helps survivors share their experiences with others, thereby repairing some of the damage caused by this disease, including the harm done to their communication with other people.
INTRODUCTION
Lung cancer is the leading cause of cancer-related death around the world and in the United States, 164,100 new cases and 156,900 deaths occurred in the year 2000 [1] . The majority of lung cancers are non-small lung cancers (NSCLC)d [1] . NSCLC is almost always caused by exposure to tobacco, including active cigarette smoking, pipe and cigar smoking, and exposure to second-hand smoke (passive smoking) [2] . Other factors known to increase individual susceptibility to lung cancer include various occupational exposures (e.g., radon and asbestos), diet, gender, and genetic susceptibility [2] [3] . Since no test provides adequate early detection, and symptoms are generally not present (except in the advanced stages of disease); patients are generally diagnosed with advanced-stage or metastatic disease (i.e. stage IIIB and stage IV) [2] . Treatments for advanced stage disease are rarely "successful." Thus few advanced stage NSCLC survivors are successfully "cured," or experience an extended disease-free survival time, as the majority of patients who undergo curative resection will develop recurrent metastatic disease within five years of their initial diagnosis [2] . Fiveyear survival rate combined for all stages of disease is approximately 14 percent [2] . Due to a generally grim prognosis, toxic treatment regimens, physical morbidity, and poor survival time-rates, patients with advanced staged NSCLC understandably experience far greater distress and feelings of alienation than survivors with other advanced tumours [4] [5] . This includes difficulties sharing their experiences with other people [6] [7] [8] [9] [10] .
In this paper, we suggest that NSCLC exacerbates a disruption between the mind, body, and the social world of the individual with cancer, a breach often reflected in a crisis in communication between clinicians and patients, as NSCLC survivors' experiences seemingly defy language. These communication problems stem from the lack of common overlap between language and experience, since others who exist outside the experience of NSCLC invariably fail to fully grasp the impact and meanings of this experience on the NSCLC patient who suffers [6, 1 1] . Nonetheless, narratives can assist in the mending of this breach because they can aid the patient in a process whereby psychosocial and physiological experiences can be integrated into the patient's life [6, [11] [12] . In this manner, clinicians can use what they learn from NSCLC survivors' narrative accounts of illness as a means of decreasing psychological morbidity, including patient's feelings of being diminished by cancer, the despair, distress, and social isolation that is often characteristic of living with NSCLC. In addition, we also describe how this process of repair through narrative could potentially initiate a biopsychosocial mechanism, which begins when a NSCLC survivor seeks social support for their illness from other survivors. Through a complex process of learning, patients are better able to develop a cognitive map. This cognitive map, because it provides the survivor with a framework of what to expect from treatments, enhances a NSCLC survivor's ability to understand their own experiences articulated and mirrored through the lens of other survivors' experiences. As a consequence, NSCLC survivors are better able to narrate their concerns and share these experiences with other people, including their caregivers.
LITERATURE REVIEW -ISSUES THAT AFFECT COMMUNICATION WITH ONCOLOGY PATIENTS
A review of the literature demonstrates that a variety of communication problems affect the care of oncology patients. The majority of these however, tend to over emphasize phenomena such as the medical interview and the breaking of bad news as focal points of inquiry [13] [14] [15] [16] [17] [18] [19] . These studies suggest that "oncology as a social practice" exacerbates problems in clinician-patient communication because delivering news about the cancer diagnosis, treatments, and metastases can cause the dialogue to falter. Other important barriers to effective clinician-patient communication have also been recently identified [20] [21] [22] [23] . These physician-related barriers include the unwillingness to deal with the unrealistic expectations for "cure" on the part of patients [13, [17] [18] [19] [23] [24] [25] [26] [27] [28] [29] . Time constraints in seeing survivors and adequately addressing their informational and emotional concerns [28, [30] [31] [32] and the lack of communication skills-training of clinicians [17, 20, 32, [34] [35] . Patientrelated barriers include poor communication skills by patients who may be unrealistic. A lack of involvement in the medical discussion of care, including inadequate information and expectations about what to expect from treatments and post-treatments as these impact health-related and global quality of life [17, 20, 32, [34] [35] . The patient's inability to accurately recall information [18, 28, 29] [36, 38, [40] [41] . Thus, the long-term process leading to the appearance of cancer, and the disruption of communication in terms of neuro-immune function is susceptible to modulation and modification by both endogenous (internal to the organism) and exogenous (external to the organism) factors, such as stress [36] [37] [38] . In response to immune challenges, certain lymphoid cells produce proteins, or cytokines, mediating various immune signals to the brain [40] [41] . The brain then sends neurotransmitter and hormone-mediated signals via the autonomic nervous system and the pituitary-endocrine axis respectively. The hyperactivity of the hypothalamic-pituitary axis (HPA), a typical response to stress, induces increased production of stress-related hormones, such as cortisol, which then serve to either modulate the immune response, or possibly indirectly activate oncogenes by HPA axis hormones [39] [40] [41] . Nonetheless, while important evidence exists that could partially explain important transitions from health to illness in the human system at the molecular level, other research must also begin to understand the related social processes that broadly affect patterns of communication between clinicians and cancer patients. These include understanding the emotional, existential, and psychological paths that patients must take as they endeavor to make sense of their experiences with advanced-staged disease, and perhaps most significantly, how they [8] [9] [10] [11] [40] [41] [42] [43] [44] .
One of the central tenets of social support in the context of oncology is that survivors share their narrative accounts of illness situated in the context of their life experiences with others who are similarly afflicted. This is because narrative is crucial to the process of recognizing and integrating repressed and alienated selves that suffer since it is one of two fundamental modes of cognitive functioning [45] [46] . In contrast with paradigmatic thinking, which emphasizes formal categorization, narrative thinking emphasizes the structuring of events in terms of the human calculus of actions, thoughts, and feelings [45] . Narrative is also an important tool that can be used to probe, resurrect and forge connections between unstable, situated selves in the context of illness [46] , as over time the patient can begin to express their feelings in a supportive context where their unique encounters with illness can be understood. Feeling understood, the cancer survivor ideally begins to build a cognitive structure over time that supports a bridge between the memories and images of who they are, with who they have been, and who they might realistically become as they go through treatments and beyond. Social support through the medium of narrative then works to begin to systematically repair some unknown portion of the neuro-immune link, which had previously extensively engaged in interactions between the internal and the external environment prior to illness. This repair, initiated by the cancer patient in the context of socially supportive encounters, serves to reconcile certain disparities in the individual body/self as situated in a social context of the illness. In this manner, patient's narratives not only give shape to their experiences with NSCLC cancer as they provide the patient with a language for their experiences but also a language to communicate and share aspects of these experiences with other people. In this way, patients' narratives can also aid the clinician as they attempt to understand the underlying cognitive processes, motivations, and cultural frameworks that inform human thought processes across culturally diverse cancer patient populations [47] .
METHODS
The product of a qualitative study is a narrative [48] . To address these important concerns, we designed a two-part qualitative study. Qualitative research can be defined as the process of summarizing and interpreting data to develop theoretical insights that describe and explain social phenomena such as interactions, experiences, roles, perspectives, symbols, and organizations. In terms of health care analysis, qualitative research can also offer insight into the emotional and experiential phenomenon to define the whats, hows, and the whys of everyday life experience. Examples include inquiry about the multiple meanings of illness to patients and their families, or about the attitudes and behaviors that affect dynamics between patients and clinicians.
The initial phase of this qualitative study (i.e., November 1998 through February 1999) sought survivors' understandings of lung cancer treatments, and related symptoms, including pain, distress, alienation, and cognitive dysfunction. What emerged from these early interviews was the observation that the majority of patients enrolled in our study also described a loss of self due to the difficulties entailed in describing and sharing their experiences with others that did not also have lung cancer. Therefore, to better understand these barriers to communication, we designed a second part of the study (March 1999 
RESULTS

Themes
Three major themes affecting patterns of communication were described in the first part of this study. These were: loss of the illusion of life and health, including how the self was diminished by the cancer experience, fears about pain and a future colored by the threat of death, and finally an increase in feelings of alienation, due to an inability to adequately share these experiences with others. These themes highlight the difficulty of living with NSCLC. During interviews, patients spoke about how alone they felt, how the diagnosis had disrupted their lives, and their desire to speak with other NSCLC survivors who were also struggling with this disease. In the interviews, patients also spoke about how their experiences significantly (and often negatively) affected their ability to communicate with clinicians and significant others who had not shared similar experiences of disruption. The second part of this study focused on how survivors described the cultural and cognitive process of becoming an expert to gain greater insight into what NSCLC survivors did to repair some of the damage caused by this disease. Loss of an illusion of health and of life A diagnosis of advanced-stage NSCLC, debilitating treatments, the continued threat of pain and death is always a devastating experience, causing personal, social and psychic disruption in advancedstage NSCLC patients. Similar to previously described quantitative studies on this subject, [5, [8] [9] upon being interviewed; NSCLC survivors described their losses, fears of pain, they articulated how NSCLC diminished their sense of self, and the threat of dying; amidst these increased feelings of alienation [49] . Still others expressed fears of suffering, that they would die alone, or in pain from this disease. 
Fears of cancer and related pain
Clinical perspectives and survivors' expectations and experiences often differ, particularly in terms of the mental and emotional effects of the experience of cancer and related pain [10] , the language used to describe pain, and controlling, understanding and alleviating the suffering it causes. Pain is a synonym for a variety of symptoms. Unrelieved pain increases the suffering of the survivor [50] and an increase in pain (based on survivor selfreport) in advanced-stage NSCLC in one major study was associated with a 27 percent increase in death [51] . As To visit the possibility of the alleviation of his pain and suffering, Mr. Night asked questions that the clinician cannot generally answer. What we also learned was that the majority of survivors felt a similar fear. This fear was that at the end of their lives, they would die in agony from cancer-related pain, and that their pain would not be effectively controlled, nor would their suffering be adequately relieved. As a consequence of these experiences, patients also feared that they would no longer be the persons they had been in any recognizable form. Research studies show that their fears are quite grounded, since the majority of cancerrelated pain remains under diagnosed and too much cancer pain goes untreated [ Cheryl's personal and social experience with NSCLC was intensified by unrelieved pain. It became understandably difficult for Cheryl to think or talk about anything else. Cheryl had learned to expect pain, a pain that could not be controlled, due to the viciousness of a particular tumor (pancoast tumor), which is generally characterized by a widespread destruction to the rib, spine and severe neuropathic pain. This type of pain is difficult to treat through traditional drugs such as morphine. As a consequence of this persistent pain, Cheryl The process of becoming an expert of one's own disease involves a slow biopsychophysiological process that is difficult, uncertain, and occurs over time. One reason this process seems to move rather slowly (at least initially) is because it involves the construction of a cognitive apparatus based on lived experience, dedicated to coping with a particular task, or experience. The establishment of this apparatus, or what we term "expertise," concerned with a familiar activity, comes into existence in the brain through repeated practice and experience [59] . In addition, we suggest that it is the experience of social support that could potentially activate a biopsychosocial mechanism where psychological and physiological experiences become integrated, thereby facilitating the transition from novice to expert. Melzack has described a similar process of learning in terms of the pain experience. He states that pain is a multidimensional experience produced by a characteristic neurosignature patterns of nerve impulses generated by a wide distribution of neural networks in the brain. All inputs from the body undergo cyclical processing and synthesis, so those characteristic patterns are impressed on them in the neuromatrix. The neurosignature as the outflow from the body/self neuromatrix is projected to areas of the brain and is transformed into an ever-continual stream of awareness. The experience of the body/self is thus involved in multiple dimensions, such as sensory, affective, physiological, etc., making a contribution to distinct portions of the neurosignature [60] . Put differently, a pattern-generating mechanism exists in the brain that is capable of sustaining an image of the body upon which sensory data are played [61] .
Similarly 
